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Case description

Naseem, who immigrated to Canada from Qatar
3 months ago, is 33 years old (gravida 7, para 4,
aborta 2) and 10 weeks pregnant. She is being
seen by Dr Abraham—an experienced family physi-
cian and Naseem's new family doctor. Dr Abraham
adeptly completes a prenatal checkup. As part of a
routine prenatal checkup, she discusses prenatal
screening with Naseem, including its risks and ben-
efits. Naseem’s comprehension of English is limited.
Owing to the time-sensitive nature of the discussion
and decisions around prenatal testing, Dr Abraham
rushes through the explanation more so than she
would normally. Throughout the discussion of risks
and benefits, Naseem nods frequently. Believing she
has obtained informed consent, Dr Abraham sends
Naseem for a blood test and ultrasound in a week’s
time. Dr Abraham receives the results a week after
the tests are completed, notes that the results show
an increased risk of Down syndrome at a rate of 1
per 100 live births, and requests Naseem's return.

This time Naseem arrives with her husband, who
is concerned that his wife has been called back so
soon after her previous appointment. Dr Abraham,
wishing she had more time but realizing she must
use the little time she has as efficiently as possible,
proceeds to explain to them that their child has
an increased risk of having Down syndrome and
that, if they wish, a chorionic villus sampling or an
amniocentesis could be performed to confirm or dis-
prove whether their child has Down syndrome. Dr
Abraham believes she has fully informed them and
waits for the couple’s response.

After several minutes of discussion in their moth-
er tongue, Naseem'’s husband asks: “Doctor, how
do you know all this? We would have preferred to
never have known this. My wife always discusses
with me what was done at the doctor’s office, but
she never mentioned this test to me. Neither of us
had any idea it was being done. We do not believe
in abortion; however, we also do not believe in not
using the knowledge we have for the good of our
baby and our family. How could you put us in this
position?”

Abstract

OBJECTIVE To help family physicians practise effective genetic
counseling and offer practical strategies for cross-cultural com-
munication in the context of prenatal genetic counseling.

SOURCES OF INFORMATION PubMed and the Cochrane Da-
tabase of Systematic Reviews were searched. Most evidence was
level Il and some was level ll1.

MAIN MESSAGE The values and beliefs of practitioners, no less
than those of patients, are shaped by culture. In promoting a pa-
tient's best interest, the assumptions of both the patient and the
provider must be held up for examination and discussed in the
attempt to arrive at a consensus. Through the explicit discussion
and formation of trust, the health professionals, patients, and
family members who are involved can develop a shared under-
standing of appropriate therapeutic goals and methods.

CONCLUSION Reflecting on the cultural nature of biomedicine's
ideas about risk, disability, and normality helps us to realize that
there are many valid interpretations of what is in a patient's best
interest. Self-reflection helps to ensure that respectful communi-
cation with the specific family and patient is the basis for health
care decisions. Overall, this helps to improve the quality of care.

Résumé

OBJECTIF Aider le médecin de famille a dispenser un counseling
génétique efficace et lui suggérer des stratégies de communication
interculturelle pratiques pour y arriver.

SOURCES DE L'INFORMATION On a consulté PubMed et la
Cochrane Database of Systematic Reviews. La plupart des preuves
¢étaient de niveau ll, quelques-unes de niveau llI.

PRINCIPAL MESSAGE Les valeurs et croyances des médecins
autant que celles des patients sont déterminées de facon cul-
turelle. Pour favoriser le meilleur intérét des patients, les idées
préconcues du patient comme celles du médecin doivent étre
examinées et discutées afin d'en arriver a un consensus. Grace a
une discussion explicite et a I'établissement d'une confiance, le
professionnel de la santé, le patient et les membres concernés de
sa famille peuvent développer une compréhension commune des
buts et méthodes thérapeutiques appropriés.

CONCLUSION Une réflexion sur la nature culturelle des idées

de la biomédecine au sujet du risque, de I'incapacité et de la
normalité peut nous aider a comprendre qu'il existe plusieurs
interprétations valides de ce qui est dans le meilleur intérét d'un
patient. Une réflexion personnelle fera en sorte qu'une communi-
cation respectueuse avec le patient et les membres intéressés de
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sa famille constituera le fondement des décisions sur les soins. La
qualité des soins s'en trouvera globalement améliorée.
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It is increasingly family physicians, rather than
professional genetic counselors, who do the bulk of
prenatal genetic counseling. There is a strong likelihood
that there will be more demand for such services from
family physicians as more genetic tests become avail-
able and waiting lists for genetic specialists become lon-
ger. Family physicians have expressed concern that they
do not have adequate skills to provide effective genetic
counseling.'? Blaine and colleagues found that 49% of
family physicians rated their baseline knowledge of pre-
natal genetics as poor before participating in a role-
playing study. In particular, family physicians were not
confident about their abilities to provide counseling and
discuss the risks and benefits of genetic testing.?

Qualitative research with family physicians has
shown that beliefs and values about genetic risk might
vary among prenatal patients and between physicians
and their patients; effective prenatal genetic counsel-
ing requires attention to the complex ways in which
the meanings of risk and normality are understood.*”
Moreover, women who participate in prenatal counsel-
ing and testing might experience distress because of the
counseling itself, which can in turn lead to unrealistic
perceptions of their risk.®

The need for careful attention to how ideas about
risk and normality are communicated is particularly true
when communicating across cultures. Early social studies
of genetic counseling have demonstrated that counselors
and clients might misinterpret each other’s statements
and needs, particularly in cross-cultural encounters.®!°
Based in part on those early observations, genetic coun-
selors have known for some time now that training
in cross-cultural counseling improves the provision of
genetic testing services in multicultural settings.!!-!?

Prenatal genetic counseling in cross-cultural medicine

This article draws on the work of medical anthropolo-
gists to offer an approach to prenatal genetic counseling
for family physicians working across cultures. Medical
anthropologists have suggested ways to effectively offer
health care across cultures without inadvertently per-
petuating racialist assumptions about cultural beliefs
and behaviour.'* More important, anthropologists have
explained that there is no “recipe book” approach to cross-
cultural health care; it is neither possible nor appropri-
ate to rely on guides to the cultural beliefs of any given
ethnic community, as there is as much variation within
as between cultures. Relying on broad statements about
culturally shaped health beliefs (eg, “the Tamils believe
‘x" and therefore health care professionals should do the
following ...") is precisely the wrong approach to take to
effective cross-cultural health care. Rather, the key to a
truly culturally sensitive approach is to recognize that all
beliefs about health, including the values and practices
of medicine itself, are culturally shaped.* The application
of this framework to prenatal genetic counseling requires
family physicians to reflect on the beliefs and values of
biomedicine in order to fully understand how patients’ cul-
tures might shape their decision making in prenatal care.

Now we will review the basic premises of prena-
tal genetic counseling and then offer strategies for
cross-cultural counseling, using the case of Naseem as
an example. Table 1 is a proposed framework for gen-
etic counseling in a cross-cultural setting.

*Culture can be conceptualized as the web of meaning systems that shapes
the lives of groups and individuals. Culture includes shared behavioural
norms, social institutions, as well as beliefs and values. Culture helps to pro-
vide people with a worldview that gives meaning to their personal and col-
lective experience. It influences all knowledge, production, and behaviour,
including the knowledge and practices of science and medicine.

Table 1. Proposed framework for genetic counseling in a cross-cultural setting

FRAMEWORK EXPLANATION

Organize knowledge in a coherent fashion while
considering language differences

Important in pretest and posttest counseling in order to develop patient
understanding of service and to understand patient's point of view

Use paid and trained interpreters, not family members or untrained staff,
whenever possible

Transfer health information from physician to
patient while considering issues surrounding the following:

e trust

What are the relations of power between patient and provider?

How can this be exacerbated in this specific context, and how might that affect
decision making?

» genetic abnormalities

Cultural conceptions of disease and disability differ greatly:

Which is worse, physical disability or mental disability?
What conditions are associated with stigma, shame, pride?

Explain causes and effects while considering the
purpose of screening

There are varying cultural conceptions of “risk": some patients might not want
basic screening no matter how high the risk of an anomaly

What does choice mean and does it matter to this family?

Alleviate discrepancies in patient's knowledge
while considering the importance of autonomy

There can be substantial differences in autonomy and patient choice in non-
European American tradition:

Does counseling the patient or couple alone make sense in this family, or should
others be involved?
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Sources of information

We searched PubMed and the Cochrane Database of
Systematic Reviews. Evidence is mostly level II and
some is level 1II, with the search encompassing the time
period between 1995 and 2010. We used the following
key words: prenatal testing, culture, and ethnicity.

Prenatal genetic counseling

Prenatal genetic counseling involves counseling woment
about the risk of chromosomal or genetic anomalies in
developing fetuses. This includes the 3 following ele-
ments: general prenatal counseling on the prevention of
birth defects (eg, prescribing folic acid supplementation
to avoid neural tube defects); pretest genetic counseling
as part of an offer of prenatal genetic testing; and post-
test genetic counseling, following inconclusive or posi-
tive genetic test results.

There are multiple screening tests commonly used
across Canada with no provincial consensus as to which
is the best to use. The screens include first-trimester
screening, maternal serum screening, integrated serum
screening, and integrated prenatal screening. (For more
information about prenatal genetic screening, visit the
Society for Obstetricians and Gynaecologists of Canada
website at www.sogc.org/index_e.asp).

These screens use a combination of measure-
ments of the hormones human chorionic gonadotropin,
a-fetoprotein, and unconjugated estriol, dimeric inhibin
A, and pregnancy-associated plasma protein A, with
ultrasound findings such as nuchal translucency to pro-
vide more accurate risk numbers with regard to having
a child with Down syndrome or trisomy 18 syndrome, as
well as open neural tube defects.* Risk of chromosomal
abnormalities is determined relative to age. If the risk is
elevated above a predetermined cutoff, then the screen
test result is positive. Women'’s health care providers
(eg, family physicians, obstetricians, nurse practitioners,
or midwives) receive the test results. They inform their
patients of the results and counsel them in decision
making; this usually involves discussing the possibility
of confirmatory testing, which might be more invasive
than the screen (eg, amniocentesis).

Most women prefer to be fully informed with regard
to prenatal screening. Besides expecting quality infor-
mation from their health care providers, women'’s deci-
sions are also heavily influenced by personal values
and social supports. They expect unbiased, high-quality
information delivered in a timely manner at critical
times during the decision-making process.>’

T The term women will be used to mean clients of counseling throughout this
document. In fact, it might be couples, women with support people, or women
with their families who are the “clients” of prenatal genetic counseling.

*Spina bifida, unlike the chromosomal anomalies, is considered to be of multifac-
torial origin because there are multiple reasons for the anomaly, many of which
are not considered to be strictly genetic or chromosomal, like Down syndrome is.
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Communication

Good communication requires proper interpretation,
which is important with every patient. However, it is
of particular importance when the patient is of a differ-
ent culture and speaks a different language. The goal of
interpretation is to have a conversation between the cli-
nician and the patient that enables each to understand
and clarify any difference in assumptions about health
status and expectations.

Translation is a challenge in all aspects of health
care, but it is particularly challenging in time-sensitive
contexts such as prenatal counseling, owing to the
limited amount of time that is available to make deci-
sions and carry out corresponding tests and proced-
ures. Many prenatal tests and procedures (such as
first- and second-trimester screening and diagnos-
tic procedures such as chorionic villus sampling and
amniocentesis) can only be performed at specific
points in time during preghancy; certain results, such
as those from an amniocentesis, require a waiting
period, which further exacerbates the need to have
discussions and make decisions about prenatal test-
ing in a timely manner.

Family members as translators. In general, family
members are deemed inappropriate interpreters for sen-
sitive and value-laden discussions, as their own val-
ues and beliefs might distort the information. However,
we must recognize that oftentimes family members or
unpaid or untrained community members are the only
ones available and they might have to take on the role
of translators. If this is the case, then every possible
effort must be made to locate a trained translator, even
by telephone. If this is not possible, then the next step is
asking patients to indicate who they prefer to translate
(eg, family member, friend).

Translating culture. Interpreting involves more than
the translation of words.'® This is particularly true in
genetic counseling, in which understanding complex
risk statistics and clarifying deeply held convictions in
relation to risk are key to informed decision making. A
patient might understand a question being posed but
might have a different interpretation of the underlying
meaning than that of the physician,'® something that is
not easily accommodated through the translation pro-
cess. It is difficult to translate culturally specific illness
meanings to Western biomedical language. In order to
do so, interpreters are left on their own to provide an
equivalent interpretation.!”

The possibility of incomplete assessment or inappro-
priate treatment as a result of the translation process
is a serious concern; and equally important are con-
cerns around the accurate disclosure and translation of
social and psychological factors. The demands placed
on untrained volunteer interpreters are tremendous,
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particularly if they are workers in the hospital and are
pulled from their jobs to provide interpretation.

Privacy. Privacy concerns related to the use of inter-
preters are often complex. There are both advantages
and disadvantages to using family members, community
members, or anonymous strangers (eg, telephone trans-
lation services) as interpreters, depending on the context.
While some families might prefer to be seen by clini-
cians or translators from similar cultural backgrounds,
others might well be worried that this could compro-
mise their privacy. These concerns can especially exist in
small communities; screening and testing might reveal
the presence of stigmatizing health conditions, which are
then discussed with interpreters present. Privacy issues
might extend well beyond the typical range of concerns
raised. Indeed, one of the negative factors associated
with using health care professionals from the same com-
munity as the patient (or family), or using translators
from the same community as the patient (or family), is
the private nature of health information. For example, in
cultural contexts where marriages are arranged, stigma
around certain medical conditions might make a child
unsuitable for a good marriage later in life. Privacy is
a challenge in communities where trained translators
are not readily available. Thus, obtaining the help of
trained translators via telephone would be of importance
if privacy from families and communities is of utmost
importance to patients. A referral to a tertiary health care
centre where interpretation services are available might
be warranted, depending on the gravity of the situation.

Power relations. In some cultural contexts, it might
be considered inappropriate to discuss one’s fears, con-
cerns, or values outside of the family. Extreme differen-
tials in social status (social rank, caste, class) might be
of great enough concern to mean a reluctance to fully
disclose health information.

Interpreters cannot be assumed to be completely neu-
tral or value-free conveyers of health information. Kaufert
and Putsch illustrated that guidelines to convey language
meaning accurately and in a value-free manner “often
fail to take into account issues of class, power, disparate
beliefs, lack of linguistic equivalence, or the disparate use
of language.”'® In some cases, it might indeed be more
appropriate to have a family member as translator.

Time allocation. Counseling through an interpreter
requires sessions to be booked with extra time in
order to ensure the patient is fully informed. In many
instances, the session can be extended for an undue
amount of time. This creates a conflict of interest in
terms of allocation of time for other patients. It is the
responsibility of the physician to recognize this conflict
and to find a way to balance the interests of one patient
with the need to respond to waiting patients.

Prenatal genetic counseling in cross-cultural medicine

Use of telephone interpretation services is one solu-
tion to timely translation in cases in which discussions
and decisions are needed immediately. Having available
prenatal screening information pamphlets in a variety
of languages will also facilitate communication in time-
sensitive contexts.s

If you were in Dr Abraham'’s situation, you should
rebook Naseem's initial pretest counseling session for
a time when you are less rushed and an interpreter
who is paid and trained is available. Ask Naseem if
she prefers to have someone present with her, such
as her husband. On the day of the appointment, give
Naseem and the interpreter some time to get to know
each other before you see her. Confirm with Naseem
that the language is the correct dialect and that there
are no privacy or power issues that might limit her
ability to be open; rebook with a different interpreter if
necessary.

Note that in many cases for prenatal testing, it
might be appropriate for the patient to have a partner
or other support person who is more functional in
your language to act as an interpreter if resources for
professional interpreters are limited.

Concept of "risk"

During any genetic counseling session with a patient,
conducting a risk assessment and communicating risk
are necessary precursors to informed and autonomous
decision making about genetic testing and subsequent
prenatal care. However, risk is arguably one of the most
difficult concepts to convey to patients (even to those
who share European American conceptions of person-
hood and normality that underpin the notion of risk
used by clinicians).

Most obviously, the terms positive and negative to
describe test results might be misleading and will need to
be explained appropriately: it is counterintuitive to many
lay people that a positive test result means a greater
risk of abnormality and a negative result means a lower
risk. It is particularly difficult to convey the fact that no
risk is absolute (that is, that an elevated risk is never
100% and a lowered risk never 0%) and that even in the
absence of elevated risk there is a 3% general population
risk of there being a birth abnormality. Before report-
ing screening results to the patient (as opposed to test
results, which are usually more definitive), it is important
to stress that the screening results do not necessarily
mean anything is wrong with the baby and that it is more
likely that the baby will be healthy.

The use of metaphor to explain risk (eg, compari-
sons to winning a lottery) might obscure rather than
clarify, as the meanings of comparator risks are also

SEnglish-language pampbhlets being translated by patients’ family members
is not desirable, as this approach, similar to any use of family members as
translators, might lead to biased or otherwise inappropriate translation.
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context-sensitive. Similarly, the cost-benefit approach to
decision making (eg, the risk of a chromosomal abnor-
mality compared with the risk of miscarriage due to the
procedure itself) is more familiar to those from indus-
trialized countries compared with those from other
countries.'

Terms such as gene, DNA, and chromosome must be
used with care in discussions of risk. These terms have
become part of public consciousness through media
reports on a range of genetic issues, from stem cell
research to hereditary breast cancer; patients might
have preconceived notions of the meanings of these
terms that are vastly different from their intended use in
the prenatal counseling session. For example, Samerski
notes that discussions of genes and chromosomes might
cause some patients to deduce that the conversation is
about their own genes and not their children’s.” It is
important that physicians take the time to explain and
re-explain metaphors and terms used in relation to risk,
as well as take the time to ask for clarification and feed-
back to ensure that the patient has understood.

Beyond the problem of misunderstanding risk statis-
tics, there are multiple meanings to what a given risk
result means to that individual. To a parent, risk in the
context of prenatal testing is only meaningful when
interpreted in the context of daily life. The use of simple
examples to explain risk (eg, 0.5% of having a miscar-
riage compared to 99.5% of not having a miscarriage)
does not imply a straightforward response to, or mean-
ing attached to, that risk. Women routinely draw on
their culturally shaped everyday knowledge, giving it
priority over received medical information.?® Everyday
knowledge about risk might be shaped by life circum-
stances such as the woman's reproductive history (eg,
if she has a history of repeated miscarriages, the risks
of miscarrying from the procedure itself might over-
whelm the risk of Down syndrome); by religious beliefs;
by attitudes about disability; and by other information
about risk (eg, Rapp demonstrated that in commun-
ities with a high rate of fatality from gang-related vio-
lence, women saw the risks of Down syndrome as quite
low?!). Therefore, as well as explaining the concept, it is
important to understand the meanings, beliefs, and val-
ues that the woman gives to her understanding of the
riskiness of life.?

Communication about the meaning of risk is far more
challenging and important in cross-cultural risk com-
munication than information about false-positive rates
and detection rates, because it is the meaning of risk in
the context of everyday life that shapes decisions about
prenatal testing.

Ensure that Naseem understands the potential harms
and benefits of genetic testing (as you should with
all patients—whether or not they are culturally dis-
tanced from you). Listen, reframe, and listen again

Clinical Review

to confirm that you understand Naseem's values and
beliefs about risk in general and risk in relation to her
unborn child in particular.

Concept of “normal”
There is a danger in assuming that the culture of the
patient can be identified and then a particular care plan
can be developed in a specific cultural way. Culture
shapes, but does not determine, beliefs and choices.
Most parents want to give birth to normal babies, but
the meaning of what is “normal” varies tremendously
both within and among cultures.z

Rapp provides a striking example of the variation
between parents in what is believed to be normal or
acceptable in a child. Of 2 patients who had learned
that their fetuses would be affected by Klinefelter syn-
drome (a nonlethal sex chromosome aberration often
resulting in some degree of mental retardation), one
patient chose to abort and the other decided to continue
with the pregnhancy. The first patient told her counselor,
“If he can’t grow up to have a shot at becoming the
President, we don’t want him."?!

The second patient said the following of her son:

He’s normal, he’s growing up normal. As long as
there’s nothing wrong that shows—he isn't blind or
deaf or crippled—he’s normal as far as I'm concerned.
And if anything happens later, I'll be there for him, as
long as he’s normal looking.?!

Culture plays a role in what is acceptable or desirable
and what is unacceptable or undesirable in a baby. For
example, within one cultural tradition a disabled child
might be regarded as a blessing, but within another
culture it might be regarded as the result of moral mis-
conduct.?? Culture also shapes whether diagnostic or
preventive technologies are deemed to be useful or are
ignored. For example, some religious traditions do not
adhere to the belief that health care can be preventive,
believing that health care should be initiated only after
an injury has occurred or a disease has manifested.?*

The harms or burdens of having a baby with a gen-
etic abnormality might be a huge concern within com-
munities where intermarriage is common. Within some
Ashkenazi Jewish communities, if both partners in a
couple are found to be carriers of a genetic mutation, this
might affect whether the couple is permitted to marry.

It is important for a physician doing genetic counsel-
ing to explore the woman’s own ideas of what is normal
and acceptable, or abnormal and undesirable, from her
own culturally shaped point of view. More important, while
culture shapes the understanding and use of genetic test-
ing, it is impossible to determine an individual’s beliefs and
choices about genetic testing by knowing his or her cultural
group affiliation. The differences within cultural groups are
likely as important as the differences among them.?
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While talking with Naseem, take the time to listen,
reframe, and listen some more. Hold up for scrutiny
your own ideas about what is normal and desirable
in a baby, and compare your own preconceived
assumptions with those of Naseem's. Comparing
both sets of assumptions makes it easier to ensure
that you have elicited as much as you can from
Naseem about her values, beliefs, and choices about
genetic testing.

Consider the decision makers

Autonomy, one of the cornerstone principles of informed
consent, gives priority to the values and wishes of the
individual patient. The North American understand-
ing of the person as an independent individual and the
associated moral valuing of autonomous decision mak-
ing is not shared by most other cultures. Many ethnic
groups in Canada and elsewhere adhere to a collective
notion of self, in which interpersonal and social respon-
sibility are more highly valued than individualism.?® In
many cultural traditions, health decisions are believed
not to be best made by an individual but by a group,
such as the family or community.

It is possible that the woman, or even the couple,
might not have the only say in prenatal decisions. A
woman might be accompanied by a relative or relatives
who will make decisions about her and her baby’s health
care, and the woman might appear to be completely
passive during the counseling session. It is equally pos-
sible that the person making the final decision, such
as the husband, patriarch, or matriarch, will not even
attend the session!?; therefore, directing counseling to
the patient in this type of situation is problematic.

Informed consent does not require that patients’ deci-
sions be uninfluenced by their cultural, social, or familial
context. People from any cultural background will draw
on their cultural and social context, as well as signifi-
cant others, and they need to be able to trust health care
professionals to support their decisions. This is not a
violation of autonomy.

Do not assume that Naseem is the only decision
maker or that she is a decision maker; equally, do not
assume she is not, even if there is evidence to sug-
gest otherwise. It might be a challenge for Canadian-
born health care professionals to accept that the fam-
ily patriarch, rather than the patient herself, might be
the primary decision maker. Spend time with Naseem
in the absence of other family members to ensure
that she is making a decision that she is comfortable
with. If Naseem requests to have someone else make
decisions on her behalf, that is her right.

Culture and power
There is a temptation to gloss all difference as cul-
tural. Differences between the values promoted in

Prenatal genetic counseling in cross-cultural medicine

biomedicine and those held by non-Western patients
with culturally or religiously shaped beliefs are likely to
be minor compared with the barriers in communication
posed by economic, educational, and political dimen-
sions. In particular, cultural differences are not the only
challenge to trusting relationships between patients and
health professionals. Poverty, a history of oppression
from authorities, and other social and historical fac-
tors can lead to mistrust even when there are no overtly
apparent “cultural” differences. For example, a previous
conflict with authorities or disappointment with health
care can prevent parents from actively engaging in their
children’s health care, or can prevent patients from ask-
ing direct questions. Encouraging active involvement
in health care decisions will often require exploration
of the personal history of these experiences, some of
which might have been very traumatic.

New Canadians might have had clinical care only
in response to urgent medical needs, rather than pre-
ventive care. These patients might be less likely to
understand the premise of prenatal genetic counsel-
ing sessions. There is some variation in the practice of
biomedicine around the world; new Canadians might
expect a patriarchal system in which the medical profes-
sionals make the decisions, and thus they might not be
familiar with the collaborative decision making that is
standard in genetic counseling sessions.

Special consideration must be given to refugees. The
effect of exposure to torture, organized violence, war,
and violent authority figures in particular are challenges
to a trusting practitioner-patient relationship. Signing
a consent form, for example, might be perceived as a
familiarly dangerous act for patients from repressive
political regimes in which citizens associate signed
documents with oppressive arms of the state. A history
of exposure to torture might not be voluntarily offered
by patients or families for whom acts of torture might
have been performed by medical staff.?”

Conclusion

The values and beliefs of physicians, no less than those
of patients, are shaped by culture. In promoting a
patient’s best interest, the assumptions of both patients
and providers must be held up for examination and dis-
cussed in the attempt to arrive at a consensus. Through
the explicit discussion and formation of trust, the health
professionals, patients, and family members who are
involved can develop a shared understanding of appro-
priate therapeutic goals and methods.

Reflecting on the cultural nature of biomedicine’s
ideas about risk, disability, and normality helps us to
realize that there are many valid interpretations of what
is in a patient’s best interest. Self-reflection helps to
ensure that respectful communication with the specific
family and patient is the basis for health care decisions.
This helps to improve the quality of care. L3
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EDITOR'S KEY POINTS

« Itis often family physicians, rather than professional
genetic counselors, who provide prenatal genetic
counseling and discuss the risks and benefits of
genetic testing with patients.

Beliefs and values about genetic risk might vary
among prenatal patients and between family physi-
cians and their patients; effective prenatal genetic
counseling requires attention to the complex ways
in which the meanings of risk and normality are
understood.

The key to a truly culturally sensitive approach to
prenatal genetic counseling is to recognize that all
beliefs about health, including the values and prac-
tices of medicine itself, are culturally shaped. Family
physicians need to reflect on the beliefs and values
of biomedicine in order to fully understand how
patients' cultures might shape their decision making
in prenatal care.

POINTS DE REPERE DU REDACTEUR

C'est souvent le médecin plutét qu'un conseiller
geénétique professionnel qui donne aux patients les
conseils prénataux et discute avec eux des risques et
avantages des tests génétiques.

Les croyances et les valeurs relatives aux risques
génétiques peuvent varier parmi les patients et
entre les médecins de famille et leurs patients; des
conseils génétiques prénataux efficaces exigent
qu'on porte attention aux différentes facons de
comprendre ce que signifient risque et normalité.
Pour dispenser des conseils génétiques préna-
taux d'une facon qui respecte vraiment les diffé-
rences culturelles, il faut reconnaitre que toutes les
croyances au sujet de la santé, incluant les valeurs
et modes de pratique de la médecine méme, sont
influencées par la culture. Le médecin de famille
doit réfléchir aux croyances et valeurs de la bio-
médecine s'il veut bien comprendre comment la
culture du patient peut influencer ses décisions dans
les soins prénataux.
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